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Kansas Arthritis Facts

-

E
Data from the 1996 Kansas Behaviord Risk Factor Survey (BRFS)** indicate that
approximately 23% of the Kansas population between the ages of 45 and 55 reported they
had arthritis; 32% of the Kansas population between the ages of 55 and 64 reported they
had arthritis; and 46 % of the Kansas population
over the age of 65 reported they hed arthritis.
E
When respondents to the 1996 Kansas BRFS who reported physician-diagnosed arthritis
were asked about the type of arthritis they have, 20% reported they have osteoarthritis;
11% reported they have rheumatoid arthritis;, 7% reported they have aform of rheumatism;
6% reported they have some other type of arthritis ; 2% reported they had not seen a
doctor, and 54% reported they did not know or were not sure
about the type of arthritis they have.
E
The 1996 BRFS data provide an estimate that 40% of the Kansans who reported
physician-diagnosed arthritis have an annua income of $9,999 or less, while 18% reported
having an annua household income of $50,000 or more.
E
Data from the 1997 KDHE Specid Disability Survey indicate that Kansans with an activity
limitation appear to be more likely to atribute their
activity limitation to arthritis than to other suggested factors.
E
Kansans who sdlf-identified themselves as a person with arthritis and who participated in
focus groups across the Sate, identified depression, anger, frustration, anxiety,
embarrassment and isolation as psychological factors related to their activity limitations and
pain; they identified limited employment, limited dexterity and strength, limited locomotion,
and limited recreationd activities as factors limiting dally activities.

**The BRFS is a state-based tel ephone survey designed to
. measure health status and health risks in the population.
Kansas Department of The BRFSi ducted i state and a u.s
Health & Environment, 2001 ? ) 'S condu . N every stale and severdl U.>.
territories, and now, with more than 200,000 respondents
annually, isthe world’ slargest continuously conducted
telephone survey.
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Arthritisin Kansas
Executive Summary

Arthritisis aword used to describe many different conditions related to chronic joint symptoms,
connective tissue disorders, and other rheumatic conditions. Asatechnica term, arthritisis defined as
inflammation of the joint or joints. For the purposes of this document, Arthritisin Kansas, arthritis
will be operationally defined as chronic joint symptoms and/or doctor-diagnosed arthritis.

According to the Centers for Disease Control and Prevention (CDC), arthritisis the leading
cause of disability and affects an estimated 43 million Americans. The CDC expects that number to
rise to 60 million by 2020 as “baby boomers’ age. Approximately 285,000 children under the age of
16 have arthritis (American Juvenile Arthritis Association). According to the Arthritis Foundation -
Kansas Chapter, approximately 407,000 Kansans have some form of chronic joint disease or
rheumatic disease, including ogteoarthritis, rheumatoid arthritis, fibromyagia, juvenile arthritis, lupus, and
gout, and other connective tissue diseases.

The Kansas Statewide Arthritis Steering Committeg’ s overarching god is to improve the quality
of life among Kansans with arthritis. This god was created to encompass the many facets of addressing
this chronic disease. Reaching this god over the next severd years will entail the collaboration of Sate
and locd partnerships, hedth care professonas and the generd public. With that in mind, the steering
committee developed objectives and strategies to begin the process of developing a public and private
partnership to address arthritisin Kansas. These objectives and drategiesfal into three main
categories. 1) Awareness, 2) Community-based Interventions, and 3) Evauation/Surveillance.

Awar eness

The Kansas Statewide Arthritis Steering Committee agreed a greater awareness of arthritis and
itsimpact on those who have it should be increased within the generd public. The adaptation of CDC
arthritis awareness materias for Kansas should address, committee members agreed, the following
aress.

1) The negative physical and psychologica impacts of arthritis; 2) the availability of saf-management
sarvices avalable to Kansans with arthritis; and 3) the benefits of physica activity to saf-manage
arthritis.

The committee members also agreed that identifying and documenting evidence-based arthritis
interventions is necessary to assess what services currently exist for Kansans with arthritis. With this
information in hand, the committee plans to create a resource guide that identifies physicd activity and
other sdf-management programs available in the sate. The intent isfor this guide to be published,
made available statewide, and posted on websites of arthritis program partner organizations as well as
othersidentified by the steering committee.



Community-Based Interventions

The advisory committee agreed that programs provided and coditions created on the
community level would have the greatest chance for success. The committee supports the expangon of
evidence-based self-management activities (i.e, Arthritis Foundation aguatics program, People with
Arthritis Can Exercise, Arthritis Sef-Help Course) into Kansas counties that currently do not have
these programs. Committee members recommended the creation of two pilot projects, one urban and
onerura. These pilots would provide the “testing ground” for getting key stakeholders to begin
working together to address arthritisin their community. If these pilots are successful, they will be
replicated in other Kansas communities.

Evaluation/Survellance

Evduation of efficacy of physica activity programs as they relate to arthritis will continue
through partnerships with the state’ s universities. Researchers from the Kansas State University
Department of Kinesology and Office of Community Hedlth will continue to study the physicd,
psychological, and socid efficacy of physica activity interventions for the salf-management of arthritis.
In addition, other health professonaswill be asked to conduct studies on the economic impact arthritis
and related conditions have on the state’ s economy. This information will be useful to Kansas
employers to gain a better understanding of arthritis-related diseases and how they affect productivity.

Arthritis and chronic joint symptom questions were asked during the 1996 and 2000 Kansas
BRFSS survey years. The Behaviord Risk Factor Surveillance System (BRFSS) is a Sate-based
telephone survey designed to measure headth status and hedlth risks in the population. The BRFSSis
conducted in every state and several U.S. territories, and now, with more than 200,000 respondents
annudly, isthe world's largest telegphone survey. Committee members agreed that arthritis/chronic joint
symptom questions should continue to be asked in future survey years.



ArthritigChronic Joint Symptoms and Other Rheumatic Conditions

Although the term arthritis specifically refers to diseases of joints, it has so come to represent
abroader array of conditions which affect bone, joint, synovium, cartilage, tendon, fascia, and muscle.
These arthritic diseases (also known as rheumatic diseases or connective tissue diseases) have diverse
etiologies, symptoms, treatments and outcomes. However, they share in common a propensity to
damage the musculoskeletal tissues resulting in two common manifestations - pain and impairment of
mohility.

No single classfication of arthritic diseases exits. However, most of the diseases will fit into

oneor more of thefollowing dlassfications

Classification Example

Degenerative Osteoarthritis

Crystal Gout, Pseudo-gout

Immune Rheumatoid, Lupus

Spondylitis Ankylosing spondylitis, Psoriatic
Infectious Lyme disease, Septic arthritis
Myopathic Der matomyositis

Vasculitis Polyarteritisnodosa, Giant cell arteritis
Localized Tendonitis, Bursitis, Carpal tunnel
Primary non-rheumatic disease Crohn’sdisease, Fibromyalgia

Risk factors are likely different for different arthritic diseases, but for most of these diseases, no
modifiable risk factors are known. Three risk factors which may be modifiable are repetitive motion,
joint injury, and obesity. Theserisk factors likely contribute to alarge number of individuas having an
arthritic disease because they are associated with some of the most common conditions (e.g., carpa
tunnel syndrome, tendonitis, osteoarthritis). However, there is no indication that these factors
contribute to alarge number of different diseases. Diet isarisk factor for gout, and environmenta
exposures and behaviors are risk factors for some infectious and spondylitis syndromes (Lyme, reactive
arthritis).

Because arthritic diseases are diverse, their manifestations are dso diverse. Some diseases are
typified by acute exacerbations with assymptomatic interim periods (e.g., gout). Some are specificto a
sngletissue or organ (e.g., osteoarthritis, tendonitis), while others have the potentid to affect amost any
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tissue in the body (e.g., systemic lupus erythematoss). Some arise without an apparent precipitant
(e.g., rheumatoid arthritis); others may follow mechanica injury or repetitive motion (e.g., osteoarthritis,
carpd tunnd syndrome), while others may be triggered by infections (lyme disease, Reiter’ s syndrome).
Some affect women more than men (e.g., fibromyalgia) and some affect men more than women (e.g.,
ankylosing spondylitis).  For some pain and immohbility are the dominant manifesations (e.g.,
ogteoarthritis), while for others pain and immobility are part of a congtellation of symptoms (e.g.,
lupus). Some are well understood (e.g., gout), while others are poorly understood (e.g., fibromyagia).
Some respond well to treatment (e.g., gout) while others are progressive despite trestment (psoriatic
arthritis).

Affecting such adiverse array of conditionsin ameaningful way will be difficult; however, pain
and immohbility represent common paths which lead to much of the disability associated with arthritic
diseases. It isthe particular interest of this project to prevent or amdliorate the disability and improve
the qudity of life of affected persons regardless of the specific syndrome.



Common Forms of ArthritiSChronic Joint Pain and other Rheumatic Conditions
(All of the following definitions wer e adapted from the National Arthritis Foundation website, www.arthritis.org)

Ogteoarthritis (OA) or degenerative joint disease, isthe most common type of arthritis. It is characterized by
the breakdown of the joint's cartilage. Cartilage is the part of the joint that cushions the ends of bones.
Cartilage breakdown causes bones to rub against each other, causing pain and loss of movement. Most
commonly affecting middle-aged and older people, OA can range from very mild to very severe. It most
commonly affects hands and weight-bearing joints such as knees, hips, feet and the back.

Rheumatoid Arthritis (RA) involvesinflammeation in the lining of the joints and/or other internd organs. RA
typicaly affects many different joints. It can be chronic, which meansit lasts along time, and can be a disease
of flares (active) and remissions (little to no activity or persstent and progressive). RA isasystemic disease
that affects the entire body and is one of the most common forms of arthritis. It is characterized by the
inflammation of the membrane lining the joint, which causes pain, giffness warmth, redness and swelling. The
inflamed joint lining, the synovium, can invade and damage bone and cartilage. Inflammatory cells rlease
enzymes that may digest bone and cartilage. The involved joint can lose its shgpe and dignment, resulting in
pain and loss of movement.

Fibromyalgia isacommon form of generdized muscular pain and fatigue. The name "fibromyagid’ means
pain in the muscles and fibrous connective tissues (ligaments and tendons). This condition isreferred to asa
"syndrome" because it'saset of Sgns and symptoms that occur together. Fibromyagiais epecidly confusing
and often misunderstood because symptoms are common in other conditions. It isaform of soft-tissue or
muscular rheumatism rather than arthritis of ajoint.

Juvenile Arthritis (JA) isagenerd term for dl types of arthritis and reated conditions that occur in children.
An estimated 300,000 children under age 17 are affected by juvenile arthritis, and juvenile rheumatoid arthritis
(JRA) affects up to 50,000 children. Arthritis affects girls twice as often as boys. Juvenile arthritis can occur
anytime from birth until the age of 16 years. Some children’'s symptoms of juvenile arthritis go into remisson
-- and others will be affected to some degree throughout their lifetime.

Systlemic Lupus Erythematosus is a chronic (long-lasting) rheumatic disease which affects joints, muscles and
other parts of the body. Lupusinvolves inflammation (the immune system's response to kill foreign agents,
virus, bacteria). Systemic lupus erythematosus involves chronic inflammeation that can affect many parts of the
body, including the heart, lungs, skin, joints, blood-forming organs, kidneys, and nervous system.

Gout causes sudden, severe attacks of pain and tenderness, redness, warmth, and swelling in some joints.
Usudly affects onejoint a atime -- often the big toe. The metabolism of nucleic acids (e.g. DNA) produces
uric acid. In some persons, high blood levels of uric acid cause it to deposit as crystasinsgde the joint space
resulting in inflammation and pain.



History of the Kansas Arthritis Program (KAP)

In October 1999, the Centers for Disease Control and Prevention (CDC) awarded the Kansas
Department of Health and Environment a $65,000 grant to establish an arthritis program within the state
to reduce the negative impact of arthritis and improve the quality of life of Kansans with arthritis. The
initial two-year grant enhanced a partnership with the Arthritis Foundation - Kansas Chapter, Arthritis
Foundation - Western Missouri/Greater Kansas City Chapter, and created the Kansas Statewide Arthritis
Steering Committee. This committee has provided the advisory structure for the creation of this
document, Arthritis in Kansas, to guide program planning and decision-making for arthritis-related
interventions across the state.

When the KDHE Office of Injury and Disability was awarded the grant, the agency hired a full-
time arthritis program coordinator, strengthened the relationship with the Arthritis Foundation, and formed
the statewide steering committee. This committee is comprised of people with arthritis, health
professionals in the arthritis field, representatives of the disability community, and public health
representatives.

The Kansas Statewide Arthritis Steering Committee met for the first time in July 2000 for two
main objectives. 1) receive an overview of the grant and what their involvement in the state plan would
be; and 2) be apprized of the arthritis-related data obtained from the 1996 Kansas Behaviora Risk Factor
Surveillance System and the Arthritis Foundation - Kansas Chapter. The committee agreed that several
focus groups needed to be conducted across the state to supplement the existing state data for arthritis.

From November 2000 to February 2001, several focus groups were held across Kansas with
people with arthritis (see p.19). The groups were conducted in Wichita, Garden City, Liberal, Osage City,
and Mayetta. The individuals who comprised the groups were from various socio-economic and ethnic
backgrounds and ranged in age from 25 to 82. The steering committee made recommendations on what
kinds of questions to ask the focus group participants, agreeing that the answers would be incorporated
into the state capacity planning document’s objectives and strategies. Those questions were the following:

How does arthritis impact your life?

How do you attempt to cope with your arthritis?

What are the barriers that you face when trying to cope with your arthritis?
What is your relationship with your physician?

N N NN

The advisory committee reconvened in February 2001 to receive the data from the focus groups.
That data, the 1996 Kansas BRFSS arthritis data, and the Arthritis Foundation-K ansas Chapter program
statistics guided the committee in forming the objectives and strategies for this state capacity planning
document.

The focus group data also provided some support for the next grant KDHE received in October
2001. The purpose of the current CDC-funded grant awarded to Kansas is to promote physical activity
interventions, create greater public awareness about arthritis and its impact and engage in additional state-
based arthritis evaluation and surveillance activities.
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Kansas Arthritis State Plan Goals/Obj ectives/Strategies
Overall Goal:

< Increased quality of lifefor Kansanswith arthritis.
AWARENESS

The Centers for Disease Control and Prevention (CDC) estimates that as many as 43 million
Americans have some form of arthritisand it isthe leading cause of disability in the United States. The
Arthritis Foundation - Kansas Chapter estimates that 407,000 Kansans have the disease. The 1997
Kansas Specid Disability Survey ranks arthritis as the leading cause of activity limitation anong
respondents. Despite these figures, the Kansas Statewide Arthritis Steering Committee agreed there
remainsalow level of awareness about the impact of arthritis and prevention/saf-management
srategies. To address these concerns, the committee recommended that a state-level campaign be
implemented to raise awareness among the generd Kansas public. This communications campaign will
1) promote self-management programs, 2) promote the benefits of physicd activity for managing
symptoms, and 3) provide generd information about how arthritis impacts those who haveit.

Objectives/Strateqgies:

VI.  Increaseoverall awarenessin Kansas about the prevalence of arthritis, the negative
impact of arthritisand prevention strategies by 50 percent by 2010. (Process objective;
baseline data needed.)

A. Generd public

1. Increase the generd public' s knowledge through a media/public awareness

campaign.
a Deveop materias and public service announcements (PSA’s) that highlight the partnerships
of the statewide steering committee with generad information about arthritis and where Kansans
with the disease can go for arthritis education and other services.
b. Develop ardationship with the state’ s health reporters and provide them with

news releases and story ideas concerning the prevaence of arthritis, the impact of arthritis,

prevention strategies, and the benefits of physicd activity.
c. Develop and maintain a Kansas Arthritis Program webste with links to the Arthritisin
Kansas gate capacity planning document and al partner agencies and organizations.
Information about arthritis and what programs and services that can be accessed will be
included on the website,
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2. Increase Kansas employers awareness of arthritis.
a. Work with the Kansas Chamber of Commerce and Industry to offer newdetter articles and
other informationa resources about arthritis. Include information about lost days of work and
lower productivity.
b. Provide Kansas insurance companies with state-based information about arthritis.

B. Hedth professonds

1. Incresse arthritis knowledge of primary care physcians and nurse practitioners by providing
information about diagnod's and trestment.

a Partner with professond hedth organizations and training ingtitutions to encourage
educationa opportunities/activities about arthritis.

b. Send hedth professonds materids concerning the availability of Arthritis Foundation and
other servicesfor their patients with arthritis.

COMMUNITY-BASED INTERVENTIONS

As dated in the Nationd Arthritis Action Plan, (NAAP), “No one organization can effectively
address arthritis. Strong partnerships must be built among the medica, voluntary, and public hedth
communities to ensure a coordinated, united effort. Only through the collective energy of an
interdisciplinary approach can we truly reduce the arthritis burden.” The Kansas Statewide Arthritis
Steering Committee agreed that collaborative efforts that build partnerships on thelocd leve is
essentid.

The statewide steering committee recommended the creation of two pilot projects, one urban
and onerurd. These pilots would provide the “testing ground” for getting key stakeholdersto begin
working together to address arthritisin their particular community. If these pilots are successful, they
will be replicated in other Kansas communities. 1n the meantime, the steering committee will continue to
work together, making certain the objectives and strategies of the state plan are carried forward and
bringing in additiond partners to see that arthritis is being addressed with a multi-disciplinary gpproach.

As part of the pilot projects, loca coditions will be encouraged to address the socid isolation
and depresson associated with arthritis. The NAAP challenges state programs to “define the impact of
coping, depression, and other emotiona responses to arthritis.”

VII. Improvequality of servicesavailablefor Kansanswith arthritis by 50 per cent by 2010.
(Process objective; baseline data needed.)

A. Implement two pilot projects (one urban; one rurd) that creste an integrated system of primary,
secondary and tertiary prevention services by 2003. Utilize the statewide arthritis steering committee
and other related partners to determine which sites will host the pilot projects through a Request for
Proposals (RFP) process.
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1. Primary prevention

a Partnersin the pilot siteswill develop rationships with loca schools, recregtiond programs
and related entities to address the prevention of sports injuries and weight control as primary
prevention practices.

b. The KDHE arthritis staff will pursue membership on the Kansas Council on Fitness and other
related organizations.

2. Secondary prevention

a Through locd awareness campagns, the early diagnosis and trestment of arthritis will be
encouraged.

b. Increase the knowledge of people with arthritis about their condition.

c. Increase the knowledge of people with arthritis about the basic stlandard of care when
vigting their physdan.

d. Havetheloca codition (pilot Site) create or build upon an exigting physica activity
intervention, specific to that community’ s needs and resources.

e. Encourage people who have been diagnosed with arthritis to practice weight control and
increase physicd activity to salf-manage their disease.

f. Encourage the proper use of arthritis-related medications.

3. Tertiary prevention

a ldentify and initiate potentia partnerships for the implementation of salf-management
programs.

b. Increase the knowledge and awareness of Arthritis Foundation services (i.e, the aquatics
program, People with Arthritis Can Exercise (PACE), Arthritis Sef-Help Course) and other
sdlf-management programs.

¢. Encourage locd communities to use their resources in implementing self-management
programs specific to their needs.

d. Encourage the proper use of arthritis-related medications.

e. Encourage weight control and physical activity self-management programs.

B. By 2006, develop programs to specifically address coping Strategies, socid isolation and depression
in Kansans with arthritis.

VIII.

1. The codition members of the pilot Stes are strongly encouraged to develop
methods/programs to address socia isolation and depression in people with arthritis, specific to
their community, by indluding mental hedth professonds in the codition.

I ncrease community involvement of Kansanswith arthritisand key stakeholders by 50
percent by 2010. (Process objective; baseline data needed.)

Involve people with arthritis (and key stakeholders) in the planning, implementing, evaluating,
and monitoring of activities that address their condition.
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1. Build and maintain a representative codition that includes key stakeholdersin each pilot dte
to ensure effective community involvement of al members of the codition.
a Encourage regular meetings of pilot Ste coditions

2. Maintain the Kansas Statewide Arthritis Steering Committee as an advisory group.

a Continualy seek committee members who represent dl facets of the arthritis community.
b. Define members roles on the committee by having them serve on subcommittees that
address the prevalence of arthritis, the negative impact of arthritis, prevention strategies, and
physicd activity programs. Include the use of bylaws for the operation of the committee and
subcommittees.

EVALUATION/SURVEILLANCE

Evduation of arthritis sdf-management programsisavita tool in knowing how well programs
and activities are working to improve range-of-motion and increase the ability to perform tasks of daily
living. An assessment of as many of the state-based arthritis surveillance sources is dso needed.
(Surveillance is the public hedlth term for tracking incidence, prevaence, and risk factors associated
with a disease or condition over time) The Nationd Arthritis Action Plan (NAAP) satestha
surveillance would “fecilitate greater understanding of who is affected; who is a greatest risk; what
hedlth beliefs and behaviors increase that risk; which occupations and occupationd activities increase
that risk; and how the disease affects physicd hedlth, quality of life, economics, and other areas.”

The KDHE Bureau of Hedth Promotion as well as the KDHE Disability and Hedth Program
have gathered information regarding arthritis in Kansas through the Behaviord Risk Factor Survelllance
System (BRFSS) in 1996 and 2000. Kansas BRFSS data gathered in 1996 showed one-third of the
Kansans surveyed reported some kind of joint pain during the past 12 months. In addition, a survey
using smilar methodology was conducted of more than 500 Kansans with disabilitiesin 1997. This
Specid Disability Survey targeted adults with a disability and included questions concerning daily
activity limitations; the resulting data indicate that Kansans with a disability were more likdly to attribute
any reported activity limitation to arthritis than any other factor.

IX.  Document and evaluate arthritis-related programsin Kansas by 2010 (Process
objective; baseline data needed).

A. By 2003, develop aresource guide for arthritis information/services, interventions, and data
(hard copy and posted on Kansas Arthritis Program website and partner websites).

1. Utilize expertise of steering committee and other networks to gather the necessary
information for the resource guide.

2. Set up aschedule for printing and distribution.
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3. Obtain funding if necessary.

By 2003, document the implementation of the pilot projects (see Objective ) to replicate on
the date level.

1. Have the codition members document their meetings and have them send in reports that
document their progress and the barriers they experienced and how they overcame the barriers.
2. Have the codlition members and steering committee meet together to discuss the successes
and chdlenges of the pilot projects. Have the codition members recommend how best to
replicate the pilot projects on the Satewide leve.

By 2006, evauate the efficacy of arthritis self-management interventions.

1. Capitdize on the expertise a Sate universities to conduct evauation activities and/or
support the evauation activities of sate universities.
2. Obtain funding if necessary.

By 2006, evauate the economic impact of arthritisin Kansss.

1. Identify experts who can conduct state-based arthritis economic impact studies.
2. Incorporate this information into materias and other public avareness programs to
emphasize the impact arthritis has on the Kansas economy and workforce,

3. Obtain funding if necessary.

By 2006, include arthritis questions in the state Behavioral Risk Factor Survelllance System
(BRFSS) during two survey years.

1. Work with the KDHE BRFSS g&ff to determine cog, timelines, etc., of including arthritis
questions during two survey years.

2. Work with KDHE BRFSS gaff to develop arthritis modules if nationa BRFSS arthritis
questions are not being used.

3. Obtain funding from CDC grant and/or other funding sources for the BRFSS questions.

4. With epidemiological support, andyze arthritisrelated BRFSS data, including any additiona
modules and questions as needed. In addition, seek out dternative sources of andysisif

necessary.
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EXPECTED OUTCOMES

Severa positive outcomes are expected to occur with implementation of the srategies outlined
in thisdocument, Arthritisin Kansas. The overarching outcome expected will be increased
awareness of arthritis: its socid and economic impact, prevention strategies, and self-management
activities. Thisincreased awareness may be reflected in individuas with arthritis in the following
manner:

< Increased physicd activity among Kansans with arthritis;

< Increased independence and functioning, reflected in decreased activities of daily living
limitations

< Increased socid support from family members and friends and the service community;
< Increased physician-patient diadogue; and
< Increased sdlf-management of pain.

Over time, increased arthritis avareness and understanding is expected to trandate into well-
developed overdl sdf-management skills, higher levels of physicd activity, increased levels of
functioning
with less activity and/or work limitation, and increased overal qudity of life for persons with arthritisin
Kansas. The Kansas BRFSSwill continue to serve as avitd survelllance tool for arthritis, and these
anticipated changes may be captured and monitored through BRFSS data collection and andysis.

The BRFSS dlows for the measurement of overdl hedth-related qudity of life (HRQOL),
which may serve as asgnificant indicator of change within the population of personswith arthritisin
Kansas. While modest gains in self-management may be captured through BRFSS data, such as
increases in HRQOL measures and increased physica activity among Kansans with arthritis, it islikely
that impact evauation methodology for each proposed intervention will need to be employed in order
to reved more immediate and persond gains semming from the objectives presented in Arthritisin
Kansas.
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KANSASARTHRITISDATA

1996 Kansas Behavioral Risk Factor Surveillance System - Arthritis Module Summary

The 1996 Kansas Behaviord Risk Factor Surveillance System (BRFSS)* arthritis module data
st contains variables that range from demographics to diagnosis, and include age, gender, education
level, household income, population densty, type of physician-diagnosed arthritis, and others. The
respondents were given the choice of answering “yes’, “no”, “don’t know/not sure”, or refused to the
following questions. (The exception was #5 in which respondents were given the options of
osteoarthritis/degenerative arthritis, rheumatism; rheumatoid arthritis, Lyme disease, other; never saw a
doctor; don’t know/not sure; refused.)

During the past 12 months, have you had pain, aching, stiffness or sweling in or around ajoint?
Wer e these symptoms present on most daysfor at least one month?

Areyou now limited in any way in any activities because of joint symptoms?

Have you ever been told by a doctor that you have arthritis?

What type of arthritisdid the doctor say you have?

Areyou currently being treated by a doctor for arthritis?

According to the 1996 Kansas BRFSS report, “the percentage of respondents who had joint
symptoms, suffered sustained symptoms, and were limited because of their joint symptoms increased
with advancing age, and were most common among Kansans with less than a high school education or
household incomes below $20,000.” For arthritis-specific data, the 1996 Kansas BRFSS report said,
“Over afifth (21%) of respondents reported that they had been told by a doctor that they had arthritis.
The prevalence of arthritis was higher among females (25%) than male(17%). The prevalence of
arthritis increased with advancing age and generdly decreased with risng household income and grester
educationa attainment. Among the Kansans with arthritis, 54% of the respondents reported that they
did not know what kind of arthritis they had, 20% reported they had osteoarthritis/degenerative
arthritis, 7% reported they had rheumatism, 6% reported they had some other type of arthritis and 2%
reported they had not seen adoctor. Lessthan athird (31%) of persons who said they had arthritis
reported that they were currently being treated by a doctor for arthritis.”

* See Appendix A for full tables
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1997 Kansas Special Disability Survey Summary

The purpose of the 1997 Kansas Special Disability Survey** was to determine prevaence of
disability in adults residing in Kansas to investigate hedlth-rdated qudlity of life, to investigate possible
socid environment correlations, and to identify hedth disparities. Adult Kansans were surveyed across
the state usng BRFSS methodol ogy.

Disability was defined operationdly for the purposes of this sudy as an affirmative answer to
one or more of the following screening questions regarding limitations:

Areyou limited in any way in any activities because of any impairment or health problem?

Do you currently use any assistive devices such as a wheelchair, cane, braces, or
prosthesis?

Does any impairment or health problem now keep you from working at ajob or business?
When amusculoskeletal condition was identified, arthritis or another rheumatic disease

was cited as the leading cause of disability among the respondents. Arthritis or another rheumatic

disease was d S0 cited as the leading cause of activity limitation among the respondents in this survey

**See Appendix B for full tables.

2000/2001 Kansas Arthritis Focus Groups Summary

From November 2000 to February 2001, six focus groups were held across Kansas with
people with arthritis. The groups were conducted in Wichita (two separate groups), Garden City,
Liberd, Osage City, and Mayetta The individuals who comprised the groups were from various
socio-economic and ethnic backgrounds and ages ranging from 25 to 82. The Kansas Statewide
Arthritis Steering Committee recommended what kinds of questions to ask the focus group participants
for the resulting data to later support the objectives and dtrategiesin the Arthritisin Kansas state
capacity planning document. The questions that were developed were the following:

. How does arthritis impact your life?
. How do you attempt to cope with your arthritis?
. What are the barriers that you face when trying to cope with your arthritis?

. Whét is your relationship with your physician?

Researchers in the Kansas State University Department of Kinesiology and Office of
Community Hedlth provided technicad assstance in conducting the focus groups and compiled the
responses in a document, “Coping with Arthritis: A Report Prepared for the Kansas Arthritis Steering
Committee” In this document, the respondents indicated their arthritisimpactsthar lives physicdly, in
their activities of daily living, psychologicdly/emationdly, and socidly.
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Physicd disability, pain, and the location of their arthritis characterized the physica impact
responses. The respondents described limited employment, dexterity and strength, locomotion, and
limited recreationd activities when taking about their limited daily activities. Depresson, anger,
frudtration, genera negative emotion, anxiety, and embarrassment characterized how the respondents
are impacted psychologicaly and/or emotiondly.

In addition, the respondents indicated isolation as having the most socid impact on their lives.

Coping with their arthritis was split into two categories by the focus group respondents -
behaviord and cognitive. The behaviord category conssted of using movement and/or exercise, family
and/or friend support, medication use, and physical adaptation to cope with their arthritis. The
cognitive category conssted of using positive thinking and some kind of distraction to manage the
negative impact of arthritis.

The barriers the respondents in the focus groups indicated centered around coping with their
athritis. Five different categories of coping barriers were identified. They conssted of alack of
resources, medication Sde effects, physica barriers, lack of empathy from others, and trestment
inefficacy (the inability of certain treestments to work).

The responses the focus group participants gave about their relaionship with their physicians
was broken down into Six categories. Those categories conssted of a positive reationship with their
physcian, a negative one, genera treatment prescription, effective treatments, ineffective treatments,
and services used.

The respondents characterized their positive relaionship with their physician as one with good
communication as well as empathy. The negative characterigtics described by the respondents
concerning their relaionship with their physician fell into two categories - lack of empathy and lack of
time with the patient. A few respondents mentioned their physician did not have specific knowledge
about arthritis and for the participantsin the Liberad and Garden City groups, not having a
rheumatologist in western Kansas was a Sgnificant concern.

Exercise, heat therapy, and prescribed medications were cited by the respondents as being
effective treatments for their arthritis. Ineffective treatment included an adverse reaction to prescribed
medications or the medications were not working and over-the-counter medications were not effective.

While talking about exercise, many of the respondents said the Arthritis Foundation-sponsored
water exercise classes were an effective tool in managing their arthritis. They said the warm water in
the pools helped their joint mobility and gave them an overdl sense of well-being. They said that sense
of wdl-being came from physicaly feding better after they were done with the dass and the feding of
community and comradery with their fellow classmates.
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Rheumatologist Responsesto Questionnaire

A guestionnaire was sent to a sample of five rheumatologists in Kansasin February 2001(there
are 15 Kansas rhematol ogists listed on the Arthritis Foundation - Kansas Chapter physician referra
list); three out of the five responded. They were asked questions concerning issues they hear most from
their patients, the type of treatments they prescribe and what chalenges they face in treating people with
athritis. The questions and answers are listed asfollows:

Q: What is the average number of active patients with osteoporos's, rheumatoid arthritis, or

N NN

N NN

N

fibromyagia do you see a month?

< 300 - 400
< 240
< 80-90 patients

Of those patients, how many would you estimate are between the ages of 45 and 65?

< 50 percent
< 30 - 40 percent
< 50 percent

What complaint or issue do you hear the most from your patients about their arthritis-
related condition?

Cost of medications.
Pain and inability to perform dally activities.
Medications are expensive, medications take edge off pain, don’t contral it.

What types of trestments do you prescribe to your patients for pain management?

Physical therapy, medications, water aerobics.

Acetominophen, non-gterioda anti-inflammatory drugs and other analgesic drugs.
Medications, heat/cold applications, topicd andgesics, range-of-motion exercises, muscle-
srengthening exercises.

Do you provide educational support to your patients such asreferrasto Arthritis
Foundation information or other educationd materials?

Yes.

Routingly.

We have Arthritis Foundation educationad materias such as diagnosis and medication
pamphlets we give to patients at their vist. We aso recommend support groups.

20



Q: What isyour and your colleagues grestest chdlenge in treeting people with arthritis?

< Tredting them early enough in the disease process to kegp them functiond.

< Prescribing drugs that insurance companies will pay for without requiring a phone call for
pre-authorization or letter of medical necessty; evaluating patients in atimely manner,
utilizing limited resources.

Q: If the State of Kansas had financid resources and/or the ability to build partnerships to
improve arthritis patient care, how best do you think those resources should be spent?

< Program to help individuals without adequate insurance coverage for costs of meds would
be important.

< Preventive information for how to keep ostecarthritis from progressng. Fibromyagia
programs, early access of rheumatoid arthritis patientsinto system.

< BEvduatethe State of Missouri Arthritis Chapter Program; condder establishing
rheumatol ogist-directed centers in Kansas City, Wichita, and Topeka. Loca hospitals may
be willing to cost-shave. Expand public education programs.

Additional Data to be Gathered

The Kansas Statewide Arthritis Steering Committee recommends that severd other arthritis
data sets should be pursued over the next severd years. The information to be gathered would be
mainly to establish basdline data for achieving the overdl objectives pf improved qudity of servicesfor
Kansans with arthritis; increase the overall awareness of the prevaence of arthritis, the negative impact
of arthritis, and prevention strategies; increase community involvement of Kansans with arthritis and key
stakeholders; and evauate arthritis-related programs in the state.

The steering committee will work with the KDHE Behaviord Risk Factor Survelllance System
(BRFSS) gtaff to establish cogts and timelines for including arthritis-related questions in optiond state
modules (the CDC has put arthritis questions in its core modules for the statesto use). Future Sate-
based questions may pertain to the use and effectiveness of medications and/or physician care and
services.

At the time this document was printed, data had been gathered from arthritis questions
contained in the 2000 Kansas BRFSS core module. However, this data must be anadyzed and
weighted before it can be released for publication. Once this datais officialy published, it will be used
to guide future program activities and initiatives.
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Kansas Arthritis Data
Common Indicators
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1996 KDHE BRFSS X X X X
1997 KDHE Special Disability Survey X X X X X X X
2000 Focus Groups X X X X X X X X X X
Key informant interviews X X X X X X

*** Please note that a blank box does not indicate that a data source did not consider a particular issue to be apriority. Different
questions were posed to different data sources.




Appendix A:

1996 Kansas Behaviord Risk Factor Survelllance System Survey
Arthritis Data



1996 Behavioral Risk Factor Surveillance System

Arihriils Arthritis. Respondents who reported that they had ever been told by
At Risk 21% a doctor that they had arthritis.

around a joint.

Joint Symptoms: Respondents who reported that during the past 12
months that they had had pain, aching, stiffness, or swelling in or

Arthritis

Background

Arthritisis aterm broadly gpplied to conditions of joint inflammation. When chronic or persgtent it is
typically associated with permanent damage to joints, pain, stiffness, and loss of mobility. Although
chronic arthritis is usually not preventable and joint damage is not reversible, its huge tall in disability and
suffering make it an important public hedth issue. Joints throughout the body are susceptible to arthritis
but different types of arthritis tend to affect different joints. Both the severity of the disease and the
soecific joints involved determine the nature and extent of disability (e.g., persons with arthritis of the hips
may have great difficulty waking but no difficulty eating). Arthritis potentialy affects persons of al ages,
but because the most common causes are associated with advancing age, it takes its grestest toll among
the elderly. Many persons with mild arthritis may have no symptoms and, hence, may be unaware that

they have arthritis.

A large number of conditions have been associated with arthritis, however, not al conditions result in
chronic arthritic disease or cause permanent joint damage. A few of the more common causes of arthritis
include infection (e.g., septic arthritis, Lyme disease), joint damage due to injury or "wear and tear" (e.g.,
osteoarthritis), autoimmune diseases (e.g. lupus, rheumatoid arthritis), and crystalsin joints (e.g., gout).
Persons with arthritis may not know the cause of their arthritic condition, sometimes because their joint

symptoms have never been dlinicaly
evauaed.

Who's At Risk Among Kansans
A third (34%) of respondents reported that they
had pain, aching, stiffness, or swveling in or
around a joint during the past 12 months.
Among persons who suffered joint symptoms
during the past 12 months, 56% reported that the
symptoms were present on most days for at least
one month. Nearly athird (30%) of persons
who had joint symptoms reported that they were
limited in some way in an activity because of ther
joint symptoms.

Figure 106

Percentage of Kansans With Jeint Symptoms Who

Had Joint Symptomns Present for at Least One Month

By Age Group
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Figure 107

Figure 108

Prevalence of Joint Symptoms
By Age Group and Gender
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Figure 109

Prevalence of Joint Symptoms
By Housshold Incomse Level
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Figure 110

Prevalence of Joint Symptoms
By Population Denshy
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Femaes were more likely than maes to report joint symptoms and to be limited because of joint symptoms,
while maes were more likely to reported sustained joint symptoms. The percentage of respondents who had joint
symptoms, suffered sustained symptoms, and were limited because of ther joint symptoms increased with
advancing age, and were most common among Kansans with less than a high school education or household

incomes below $20,000.




1996 Behavioral Risk Factor Surveillance System

Figure11l Figure 112
Parcentage of Kangans With Joint Symptome Who Parcentage of Kansans With Joint Bymptoms Whao
Had Joint 8ymptoms Present for at Least One Month Had Joint Symptoins Prasent for at Least One Month
By Education Level By Household Income Level
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Over afifth (21%) of respondents reported that they had been told by a doctor that they had arthritis. The
prevaence of arthritis was higher among femaes (25%) than maes (17%). The prevaence of arthritis increased
with advancing age and generdly decreased with risng household income and greater educationd attainment.
Among Kansans with arthritis, 54% of respondents reported that they did not know what kind of arthritis they had,
20% had osteoarthritis/degenerative arthritis, 11% had rheumatoid arthritis, 7% had rheumatism, 6% had some
other type of arthritis, and 2% said they had not seen adoctor. Lessthan athird (31%) of personswho had
arthritis reported that they were currently being treated by a doctor for arthritis.

Figure 113 Figure 114

Percentage of Kansans With Joint Symptoms Who Type of Arthritis Kansans Raeported
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1996 Behavioral Risk Factor Surveillance System

Figure 115
Percentage of Kansans Wath Joint Symptoms Who
Were Limited in Any Activity Due to Joint Symploms
By Education Lsvsl
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Percentage of Kaneane With Joint Symptom Who
Wears Limitad in Any Activity Dus to Joint Symptoms
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Figure 117

Prevalence of Arihriils
By Age Group and Gender
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1996 Behavioral Risk Factor Surveillance System
Figure 118

Prevalence of Arthritis
By Education Levsl
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Prevalencs of Arthritis
By Household Income Level
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Prevalencs of Arthritis
By Population Density
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Appendix B:

1997 Kansas Specid Disability Survey
Arthritis Data

The purpose of the 1997 Kansas Specid Disability Survey wasto determine prevaence of disability in adults
resding in Kansas to investigate hedth-related qudity of life, to investigate possble socid environment correlations, and to
identify health digparities. Adult Kansans were surveyed across the state usng BRFSS methodology. Disability was
defined operationdly for the purposes of this sudy as an affirmative answer to one or more of the following screening
questions regarding limitations:

1. Areyou limited in any way in any activities because of any impairment or hedlth problem?

2. Do you currently use any assistive devices such as awhedchair, cane, braces, or prosthesis?

3. Does any impairment or health problem now keep you from working at ajob or business?



Table 6.3: Adults with a disability Table 6.4: Adults with a disability

and health conditions that by type of impairment or health
currently affect them problem that limits activity
Health Total Number  Population Health Total Number Population
Condition Sample At Risk At Risk Condition Sample At Risk At Risk
Size Size
N n % N n %

Musculo-skeletal Musculo-skeletal

Arthritis/rheumatism 513 305 59.5 Arthritis/rheumatism 453 79 17.4
Back or neck injury/pain 517 210 40.6 Back or neck problem 453 61 13.5
Spasms/contractions 518 113 21.8 Fracture/bone/joint injury 453 29 6.4
Osteoporosis 514 53 10.3 Walking problem 453 42 9.3
Fracture/bone/joint injury 516 69 13.3

Impairment Impairment

Hearing loss 517 125 24.2 Hearing problem 453 9 2.0
Eyel/vision problems 517 226 43.5 Eyelvision problem 453 14 3.1
Missing legs,arms,feet 518 14 2.7

Stiffness foot,arm,leg 517 110 21.3 Metabolic or organ

Metabolic or organ Diabetes 453 23 5.1
Diabetic 518 63 12.2

Cirrohsis/hepatitis/liver 518 13 2.5 Respiratory

Kidney disease 518 24 4.6 Lung/ breathing problem 453 27 6.0
Reproductive/genital 515 14 2.7

Urinary/bladder problem 518 63 12.2 Cardiovascular

Bowel problem 518 57 11.0 Heart problem 453 41 9.1
Skin ulcers/sores 518 27 5.2 Stroke problem 453 9 2.0
Intestinal disease 515 33 6.4 Hypertension 453 7 1.5
Respiratory Cancer

Lung/breathing problem 517 137 26.5 Any type of cancer 453 18 4.0
Severe allergies 515 113 21.9

Nerve or brain Depression/anxiety

Brain injury 518 8 1.5 Depression/anxiety 453 5 1.1
Epilepsy/seizures 518 11 2.1

Cerebral palsy 518 5 1.0 Other

Spinal cord injury 514 26 5.1 Conditions not specified 453 89 19.6
Any paralysis 518 17 3.3

Neurologic disorder 514 42 8.1

Migraines 517 97 18.8

Cardiovascular Footnote: Based on the question, “What is the major impairment

Heart disease 517 95 18.4 or health problem that limits your activities?

Stroke 517 23 4.4

Hypertension 517 180 34.8

High cholesterol 504 114 22.6

Cancer

Any type of cancer 517 40 7.7

Chronic pain/fatigue

Chronic pain 516 159 30.8
Chronic fatigue 516 122 23.6
Depression

Depression or anxiety 517 94 18.2

Footnote: Based on the question, “I am going to read alist of various health
conditions that you may have experienced. Please answer whether each
condition is a current problem, past problem, or never a problem.”



Table 6.5: Adults with a disability
who are currently affected by

Table 6.6: Adults with a disability
who are currently affected by

arthritis chronic pain or fatigue
Demographic Total Number Percent At Demographic Total Number Percent At
Characteristics Sample Size At Risk Risk Characteristics Sample Size At Risk Risk
N n % N n %
Total 513 305 60 Total 520 199 38
Gender Gender
Male 181 103 57 Male 184 55 30
Female 332 202 61 Female 336 144 43
Age Group Age Group
18-24 10 1 10 18-24 10 4 40
25-34 31 10 31 25-34 32 9 28
35-44 66 25 38 35-44 66 27 41
45-54 82 44 54 45-54 84 41 49
55-64 93 64 69 55-64 95 43 45
65+ 228 160 70 65+ 230 73 32
Don’'t know/Refused 3 1 - Don't Know/Refused 3 2 -
Education Education
< H.S. Grad. 85 57 67 < H.S. Grad. 85 31 37
High School Grad. 196 106 54 High School Grad. 200 71 36
Some College 132 89 67 Some College 133 54 41
College Grad. 97 51 53 College Grad. 99 42 42
Don’'t Know/Refused 3 2 - Don't Know/Refused 3 1 -
Race/ethnicity Race/ethnicity
White, non-Hispanic 459 276 65 White, non-Hispanic 466 179 38
African-American 30 16 53 African-American 30 12 40
Other 23 13 57 Other 23 8 35
Don’'t Know/Refused 1 0 - Don't Know/Refused 1 0 -
Marital Status Marital Status
Married/Living 254 142 56 Married/Living Together 258 93 36
Together 91 57 63 Divorced/Separated 92 43 a7
Divorced/Separated 130 88 68 Widowed 130 48 37
Widowed 37 17 16 Never Married 39 15 39
Never Married 1 1 - Don't Know/Refused 1 0 -
Don't Know/Refused
Income Income
< $10,000 51 34 67 < $10,000 52 30 58
$10,000 < $20,000 108 67 62 $10,000 < $20,000 109 47 43
$20,000 < $35,000 132 e 58 $20,000 < $35,000 136 56 41
$ 35,000 < $50,000 64 39 61 $ 35,000 < $50,000 64 21 33
$ 50,000 + 63 30 48 $ 50,000 + 63 14 22
Don’'t Know/Refused 95 58 - Don’t Know/Refused 96 31 -
Employment Employment
Employed for Wages 173 89 51 Employed for Wages 175 64 37
Out-of-Work 19 10 53 Out-of-Work 19 9 47
Unable 64 40 63 Unable 65 40 62
Retired 217 149 69 Retired 220 74 34
Other 39 17 44 Other 39 12 31
Don’'t Know/Refused 1 0 - Don’t Know/Refused 2 0 -



Table 6.7: Adults with a disability Table 6.8: Adults with a disability

who are currently affected by who experience side effects to their
depression medications
Demographic Total Number Percent At Demographic Total Number Percent At
Characteristics Sample Size At Risk Risk Characteristics Sample Size At Risk Risk
N n % N n %

Total 517 94 18 Total 517 84 16
Gender Gender

Male 184 23 13 Male 184 22 12
Female 333 71 21 Female 333 62 19
Age Group Age Group

18-24 10 3 30 18-24 10 1 10
25-34 32 8 25 25-34 32 5 16
35-44 65 16 25 35-44 66 13 20
45-54 84 26 31 45-54 83 23 28
55-64 93 15 16 55-64 94 15 16
65+ 230 25 11 65+ 229 27 12
Don’t know/Refused 3 1 - Don’t Know/Refused 3 0 -
Education Education

< H.S. Grad. 83 20 24 <H.S. Grad. 85 11 13
High School Grad. 199 30 15 High School Grad. 199 33 17
Some College 133 23 17 Some College 132 26 20
College Grad. 99 21 21 College Grad. 98 14 14
Don’t Know/Refused 3 0 - Don’t Know/Refused 3 0 -
Race/ethnicity Race/ethnicity
White, non-Hispanic 463 80 17 White, non-Hispanic 463 68 15
African-American 30 9 30 African-American 30 11 37
Other 23 5 22 Other 23 5 22
Don’'t Know/Refused 1 0 - Don’t Know/Refused 1 0 -
Marital Status Marital Status

Married/Living Together 258 46 18 Married/Living Together 257 45 18
Divorced/Separated 91 21 23 Divorced/Separated 92 17 19
Widowed 129 17 13 Widowed 129 13 10
Never Married 38 10 26 Never Married 38 9 24
Don’t Know/Refused 1 0 - Don't Know/Refused 1 0 -
Income Income

< $10,000 51 13 26 < $10,000 51 14 28
$10,000 < $20,000 109 24 22 $10,000 < $20,000 109 18 17
$20,000 < $35,000 135 22 16 $20,000 < $35,000 136 22 16
$ 35,000 < $50,000 63 14 22 $ 35,000 < $50,000 64 12 19
$ 50,000 + 63 5 8 $ 50,000 + 63 6 10
Don’t Know/Refused 96 16 - Don’t Know/Refused 94 12 -
Employment Employment

Employed for Wages 173 24 14 Employed for Wages 175 30 17
Out-of-Work 19 4 21 Out-of-Work 19 2 11
Unable 65 28 43 Unable 65 22 34
Retired 219 26 12 Retired 218 25 12
Other 39 10 26 Other 39 5 13

Don’t Know/Refused 2 2 - Don’t Know/Refused 1 0 -



Table 6.9: Adults with a disability
and medication use

Question Total Number Percent At
Responses Sample At Risk Risk
Size
N n %

Take/should take daily

Yes 519 382 74
Meds: frequency used

All of the time 382 335 88
Most of the time 382 29 8
Some of the time 382 13 3
Rarely 382 3 1
Never 382 2 1
Non-use of medicine

due to cost

Didn't fill first rx. 382 60 16
Didn’t fill entire rx. 382 71 19
Didn’t refill 381 60 16
Use less frequently 382 62 16
Non-use of medicine

Other reasons

Forget to Use 382 129 34
Side Effects 378 45 12
Cannot Gt to Store 382 35 9
Don’t Need 381 45 12
Help with meds

Need any help 380 28 7
Ordering/Shopping 28 16 57
Reminding/Monitoring 28 20 71
Other Help 28 4 14



